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Abstract
This article examines and evaluates client and case manager relationships of HIV related care in
rural areas. Through the use of a literature review, the goal was to pinpoint discrepancies along
the continuum of care in rural and non-rural communities. Linkage to care and retention in care
were the focus of the literature review. In addition, a qualitative study of five rural case managers
at the Nebraska AIDS Project was performed to identify barriers and best practices. The research
provided evidence of the need for future research of strategies and interventions of increased
testing and maintaining clients in care in rural areas.

Key words: HIV, linkage to care, retention in care, HIV case management, rural case
management
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Case Manager and Client Relationships for HIV Related Care Services in Rural Areas
Introduction
Since the beginning of effective combination antiretroviral therapy (cART) in 1996,
HIV/AIDS related complications and mortality rates have significantly decreased across the
United States (Thompson et al., 2012). Nevertheless, cART is a medication regimen that must be
strictly adhered to in order to achieve undetectable status. From the moment a person tests
positive for HIV, establishing a timely linkage to HIV treatment is essential for the best health
outcomes of the client (Ulett et al., 2009). Timely linkage to care is considered 90 days after the
initial diagnosis with HIV care providers. Only 66% of people who test positive for HIV receive
care within 90 days after their diagnosis. Retention in care is defined as two kept visits 90 days
apart in one year (Geng, 2010). This care includes patients scheduling appointments in order to
have blood tests run to discern their progress with antiretroviral therapy. In the United States,
only 37% of individuals met this standard of retention in care (Okeke, Ostermann, & Thielman,
2014).
Maintaining established connections with clients in HIV care can be difficult even where
areas are full of resources; nevertheless, in resource poor settings, case manager and client
relationships can be even more difficult to maintain (Geng, 2010). According to Okeke et al.
(2014), resource poor settings are defined as the settings in which critical care resources for
illnesses considered life threatening are limited. Rural areas correlate with quality of HIV related
care through linkage to care, retention in care, and the relationships clients share with their case
managers.
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Linkage to Care
Initial linkage to care begins with HIV testing. The initial diagnosis is what allows HIV
care providers to begin the path toward finding the proper connections for the recently
diagnosed. Without the opportunity to be tested, there is no opportunity to be linked to care. A
study performed by Ohl and Perencevich (2011) began with an idea to examine the differences of
frequency for testing HIV between urban and rural settings in the United States. Previous studies
had focused largely on income disparities for access to HIV testing, but little research has
focused on the disparities among rural and urban living (Ohl & Perencevich, 2011).
Ohl and Perencevich (2011) began by using information readily available via Behavioral
Risk Factor Surveillance System (BRFSS). The study was broken down into secondary analyses
of the 2005 data report and the 2009 report as proof of stability of HIV testing over time. The
categories of living areas were broken down into five parts from most urban areas (metropolitancenter city) to most rural areas (remote non-metropolitan) for the data from 2005, while the data
from 2009 was broken down simply by metropolitan versus non-metropolitan. Additionally,
demographics that included race/ethnicity, age, and gender as well as HIV risk factors were also
included (Ohl & Perencevich, 2011).
The sample from the 2005 report included 257,895 people who responded in the United
States (Ohl and Perencevich, 2011). According to Ohl and Perencevich (2011), respondents who
were in more rural areas were more likely to report being white and older while being less likely
to self-report HIV risk factors. People in rural areas reported more likely to have their test site be
at a general hospital than an outpatient clinic or HIV testing site. Additionally, “Residents of the
United States were progressively less likely to report prior HIV testing as their environment
became more rural” (Ohl & Perencevich, 2011, p. 3). Likewise, people in rural areas reported a
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frequency of only 32.2% of being tested for HIV over their lifetime. In comparison, people in
urban areas reported 43.6%. Within the past year, only 7.3% of people in rural areas were tested
as compared to 13.5% of people in urban areas (Ohl & Perencevich, 2011).
The findings from the study performed by Ohl and Perencevich (2011) lead to another
important point within previous studies about HIV care in rural areas. Weis et al. (2010)
performed a study to discover the correlation of timing of HIV diagnosis and the stage of disease.
The study was performed in South Carolina from 2001 to 2005 over 4,137 residents who tested
positive for HIV. The study determined the progression of HIV by T-cell count taken within a
year of the diagnosis (Weis et al., 2010). People were considered in urban areas if they lived
within a county of 25,000 or more people. The study discovered of the 1,129 rural and 3,008
urban residents, 47% of rural residents were diagnosed late. In comparison, only 42% of urban
residents were diagnosed late. The study concluded living within rural areas is a statistically
significant risk factor for a late HIV diagnosis (Weis et al., 2010).
The dangers of late entry and linkage to care are detrimental to health outcomes for
individuals living with HIV. Ohl et al. (2010) performed a similar study to Weis et al. (2010)
focusing on the relationship of rural residence and HIV outcomes. The information they Ohl et
al. (2010) gathered was from the Veteran’s Administration (VA) from 1998 to 2006. They then
performed a follow up study in 2008 to determine mortality rate of clients. 8489 persons were
identified with no previous use of combination antiretroviral therapy (cART). 705 individuals
were identified to be from rural areas (Ohl et al., 2010).
Ohl et al. (2010) discovered many differences between urban and rural populations. Upon
liking to care services, rural populations were less likely to have hepatitis C and drug issues, but
they are more likely to have an advanced form of the disease. In addition, rural areas had a
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15.3% mortality rate as compared to 11.7% in urban areas. Ohl et al. (2010) concluded later
linkage to care was a major factor in increased mortality rates of people living in rural areas.
Ultimately, closing the gap of this linkage to care would be the most viable answer to concerns of
advanced stage HIV diagnoses and mortality rates within care.
Retention in Care
Retention to HIV care in the United States is characterized by important bonds shared by
clients and case managers. Case managers keep constant contact with clients to ensure clients are
adherent to their care, while clients have the responsibility of holding themselves accountable in
order to achieve an undetectable HIV status. Strict adherence to HIV care via medication and
regularly scheduled HIV doctor’s appointment is essential for health outcomes of clients.
Nelson et al. (2018) created a study to evaluate the success of HIV diagnosis and
continuum of care for people living with HIV. The study specifically focused on highlighting the
differences between rural and nonrural residents. The continuum of care has been a model
consistently used by HIV care providers and AIDS Service Organizations (ASOs) since 2011 to
determine best care practices among clients. The continuum of care model includes the five
major categories of persons diagnosed with HIV, persons linked to HIV related care, persons
retained in HIV related care, persons prescribed combination antiretroviral therapy (cART), and
persons who have achieved and maintained viral suppression (Nelson et al., 2018).
Nelson et al. (2018) utilized the data collected by the Centers for Diseases Control and
Prevention’s (CDC) National HIV Surveillance System (NHSS). The NHSS includes
information about individuals living with HIV who are age 13 or older. They gathered
information of 28 jurisdictions within the United States, which included complete reporting
related to linkage to care, retention in care, and viral suppression during the years of 2012-2014.
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The sample size of the study was 24,413 people, and the 28 jurisdictions were comprised of 27
states, including Nebraska, and the District of Columbia. Linkage to care was defined as a viral
load and CD4 test performed within three months of diagnosis, while linkage to care was defined
as two viral load and CD4 tests performed at least three months apart during the same year
(Nelson et al., 2018).
Nelson et al. (2018) found within their study rural residents were linked to care at a rate
of 84.3%, while urban residents and metropolitan residents were linked to care at a rate of 83.3%
and 81.9%, respectively. Although rural residents were tested at a lower rate than their urban and
metropolitan counterparts, rural residents were more likely to establish linkage to care (Ohl &
Perencevich, 2011; Nelson et al., 2018). However, retention in care rates of rural residents were
46.2%, while 50.2% of urban residents and 54.5% of metropolitan residents were retained in
care. The study concluded intervention strategies are needed for rural areas to increase retention
in care and viral suppression (Nelson et al., 2018).
Many barriers exist for rural residents to maintain their HIV care. Kempf et al. (2010)
created a study which focused on barriers to care for rural women living within southeastern
United States. HIV has rapidly increased within women in the rural south. Kempf et al.’s (2010)
study was comprised of 40 women living with HIV from four outpatient clinics which covered
23 counties in rural Alabama. The study used QRS NVivo 8 software for content analysis among
the women interviewed (Kempf et al., 2010).
Among the women interviewed by Kempf et al. (2010), over 90% of the women
identified as African American. Additionally, these women were an average age of 46.1 years in
age and had been in care for an average of 8.8 years. The study analyzed many barriers for the
women being retained in care. The first barrier was client and case manager relationships. The
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women reported reassignment in case managers affected their trust in continued care. Other
women stated having one case manager over an extended period of time kept them in care
(Kempf et al., 2010). Another barrier to care for these women was family support. Women who
had low familial support reported lower rates of retention in care compared to women with
strong family support. Transportation was also reported as a major barrier for care. The women
in the study reported receiving rides from other community members in order to attend scheduled
appointments. The stigma of HIV in their communities also was a barrier for the women. Many
women felt ostracized from their communities after their positive diagnoses; nevertheless, other
women in communities where HIV was stigmatized reported stronger retention in care (Kempf et
al., 2010). The study concluded a need for integral multilevel intervention for women living with
HIV in rural areas to continue their retention-in-care.
Client and Case Manager Relationships
As stated in Kempf et al.’s (2010) study, client and case manager relationships are crucial
to HIV care outcomes of clients. Sustained relationships between clients and case managers can
lead to better outcomes to clients. Utilizing the information from the literature reviewed, I
performed a qualitative study over the phone with five case managers in the Norfolk, Kearney,
and Scottsbluff offices of the Nebraska AIDS Project (NAP). The purpose of the study is to
evaluate the role case managers play in establishing, linking, and retaining care for their clients
in rural Nebraska.
All case managers at NAP are responsible for assisting with the stability of the client’s
life to promote retention-in-care for HIV related care. Case managers provide services which
include rental and mortgage assistance, utilities assistance, food vouchers and food pantries, gas
vouchers and bus tickets, and referrals for healthcare. In addition, case managers assist with
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insuring clients who do not have access to insurance. It is important to note case managers in the
rural offices of NAP carry additional responsibilities not shared by the case managers in the
Omaha office. These responsibilities include community education, community outreach,
STI/HIV testing, and linkage to care for newly diagnosed clients. Whereas the Omaha office has
separate workers for these responsibilities, the rural offices incorporate this work in addition to
the caseloads they carry.
Norfolk Office
The Norfolk office has one case manager who is a prevention and support services
specialist. She manages the entire northeast region of the state. The case manager has been with
NAP for 12 years, and she has approximately 40 clients on her caseload at any given time. The
case manager identified her caseload as being 50% men and 50% women, while the majority of
her caseload is older than 50 years old. Additionally, her caseload is mainly white and Hispanic,
while indigenous and Black clients are a small minority. The case manager also shared that onethird of her caseload has been with her for the entirety of her 12 years at NAP, and the majority
of the caseload has been with her for over five years. In Norfolk, the case manager meets with
her clients primarily in the field, meaning she will meet them in their home or a location out in
the community (personal communication, March 12, 2019).
Barriers
The first major barrier identified by the case manager was the recent loss of an HIV
doctor in Norfolk. Recently, the HIV doctor in Norfolk vacated their position in an unexpected
fashion, and the case manager was left responsible with linking her clients to new HIV doctors in
Sioux City and Omaha, both of which are an inconvenient distance for clients. The hospital has
not confirmed they will fill the position that was vacated. Primary care doctors in Norfolk do not
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have the ability to perform the necessary tests needed to maintain care for clients, and thus it is
an issue to have clients not linked to a local HIV doctor (personal communication, March 12,
2019).
The Norfolk office has a unique setting in which it resides in an outpatient clinic where
other providers are readily available to assist with dental and vision needs of clients. However,
the clinic requires a fee for appointments scheduled by clients. For this reason, HIV and STI
testing in Norfolk are also no longer free. This barrier to establishing and maintaining care in
Norfolk is an issue which no other office experiences, as testing and appointments are free in all
other offices (personal communication, March 12, 2019).
The language barrier for Spanish-speaking clients has become a problem for the Norfolk
office in recent years. The case manager identified most of the clients entering care within the
past few years speak Spanish as their primary language. The case manager has only a basic
understanding of Spanish, so she works with an interpreter or another family member to conduct
appointments. The process of translating can lengthen the appointment time significantly,
creating another barrier for the client. She says she often has to reschedule appointments if there
is no one available to translate (person communication, March 12, 2019).
Best Practices
The case manager of the Norfolk office has identified frequent communication with
clients to be one of her best ways to keep people in care. Although she has 40 clients on her
caseload, she will often reach out to all of her clients at least once a week on a rotational
schedule. She keeps multiple forms of communication open for her clients, including phone,
email, and in person visits. “Before joining the Norfolk office, my position had a high turnover
rate. I like to make sure I keep up with both my low-need and high-need clients because trust is
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crucial – many of my clients never had a consistent voice to talk to before I came” (personal
communication, March 12, 2019).
The case manager works directly in the community for education. She often performs
community events to raise awareness about NAP, which is crucial for getting people tested. In
addition, she works with doctors at the local hospital so they can identify signs of HIV. Many
doctors are often under the belief that HIV is something that does not affect their community, and
she is actively working to change that mentality. She continues to work with the clinic NAP is
housed at to make sure the clients are also getting the care they need beyond HIV care (personal
communication, March 12, 2019).
Kearney Office
The Kearney office of NAP is comprised of three case managers, and they cover all of
central and southern Nebraska. Two of the case managers have been with NAP for two years.
The Kearney office supervisor has been with NAP for 11 years. The three case managers serve a
total of 70 clients. Like Norfolk, the Kearney office has predominately white and Hispanic
clients, while Black and indigenous clients are the minority. The Spanish-speaking clients work
with the office supervisor, as he is fluent in Spanish. The majority of their clients are men.
Although Kearney has a wide age range of clients, the majority of all clients are 40 or older.
Clients meet with case managers equally in the office and out in the field. The case managers are
flexible to meet the needs of their clients (personal communication, March 13, 2019).
Barriers
The first major barrier for Kearney is transportation. Often the only assistance case
managers can offer is gas vouchers, but they have many clients who are without vehicles. “Public
transportation is virtually nonexistent out here – our clients are normally at the mercy of other
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community members to get them where they need to go. What’s more, many of these people are
not out about their status, so they often have their families drop them off down the block”
(personal communication, March 13, 2019).
All of the case managers agreed medical treatment was another major barrier they had to
deal with. Fremont is the nearest HIV doctor for clients. “We have two HIV doctors covering 35
counties. Both of our doctors have six week waiting lists. If my client misses an appointment, it
will take them at least a month to get back into see a doctor” (personal communication, March
13, 2019). Kearney case managers have sent clients to Omaha and Lincoln in the past, but those
visits are often only in emergency situations. Nonetheless, this barrier has serious consequences
for maintaining clients in care for Kearney (personal communication, March 13, 2019).
In addition to HIV care, general medical care is difficult for many clients living with HIV
in Kearney. Clients at NAP are often insured through Ryan White, and this specific insurance
must be approved by the provider. Only one dentist accepts Ryan White in the Kearney area.
There are also few eye doctors who accept Ryan White. Maintaining general health has been
difficult for their clients (personal communication, March 13, 2019).
Rural isolation and stigma have been a constant issue for many of the clients that live in
Kearney. “We, as case managers, often are the only people who they can talk to about their issues
with HIV” (personal communication, March 13, 2019). Many faith-based organizations in the
area carry a heavy prejudice toward people in the area living with HIV. Another issue the rural
offices are experiencing is the redistribution of funding. “The new guidelines for direction of
funding from Ryan White has been routed toward population dense areas. A lot of the resources
we used to have are now gone because all of the funding has been redirected to urban areas”
(personal communication, March 13, 2019). To make the situation more complicated, NAP is
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unable to perform events related to sexual health at the University of Nebraska at Kearney, as the
events have been deemed “inappropriate”. With colleges normally being the most progressive
spaces for education, the NAP office is still working to get back on the UNK campus.
Best Practices
The Kearney office identified communication and flexibility as one of their best
practices. “I work with clients to create their goals – I don’t make their goals for them. I always
want to meet my clients halfway. If I can open the door, I just need them to walk through”
(personal communication, March 13, 2019). A case manager shared she was always looking to be
empathetic of her client’s situation. “Many times, my clients are more concerned about getting
food and clean clothes than scheduling an HIV appointment. I make sure their basic needs are
met first, and then we move toward making those appointments” (personal communication,
March 13, 2019). The case managers focus on holding their clients accountable. “We keep an
open communication with our clients because we want to make sure they are making it to their
appointments – we can’t let them miss the appointments because of the waitlist” (personal
communication, March 13, 2019).
The Kearney office is constantly holding events and communicating via social media to
continue the awareness about HIV in their community. As many are unaware of the NAP office
in Kearney, they know these events are crucial in order to have people get tested at their office.
Like Norfolk, Kearney works with their doctors to identify signs and symptoms of HIV (personal
communication, March 13, 2019).
Scottsbluff Office
The Scottsbluff office has one case manager who is the client services manager for all of
the rural offices. The case manager has been with NAP for 20 years, and she is responsible for
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clients in the panhandle of Nebraska and Southeast Wyoming. The case manager carries a
caseload of 50 clients on average. Her caseload is mostly white, and less than 10% of her clients
on her caseload are women. Almost all of her clients range in age from 40 to 70. Because of the
distance, the case manager is constantly driving to meet with clients. She rarely meets with
clients in office. In addition, she performs Ryan White Part C functions and Aids Drug
Assistance Program (ADAP) paperwork that is normally done for Omaha office by the
University of Nebraska Medical Center. For that reason, her clients rarely leave her care, and she
still has several clients from when she started at NAP 20 years ago (personal communication,
March 15, 2019).
Barriers
The case manager of Scottsbluff identifies isolation being a severe barrier for clients in
Scottsbluff. She serves many clients who are the only person in their entire town living with HIV.
“There are many of my clients which are scared of being ostracized by their communities
because of their status. In some cases, I am their support system” (personal communication,
March 15, 2019). The distance and availability of general care for Ryan White clients is an issue
she often notes; however, unlike the other rural offices, Scottsbluff has fantastic coverage for
HIV care. “I have an HIV doctor fly in from Colorado to do tests for all of my clients quarterly. I
make sure to line up their appointments so they can have dental, eye, and HIV care done in the
same day if possible” (personal communication, March 15, 2019).
Access to testing has been a barrier for Scottsbluff. Like the other offices, many primary
care physicians lack training in areas of HIV care. The case manager has been working with
primary care physicians in order to remedy the issue she has found to be most prominent. “Many
doctors attempt to treat the symptoms of HIV by going through extreme procedures before even
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considering the patient might have HIV. I have heard horror stories of clients having exploratory
surgery or gall bladder removal instead of being tested for HIV” (personal communication,
March 15, 2019).
Another major barrier is the general depression in the economy of western Nebraska.
Financial hardship is common among the clients in her caseload, and she notes that many are
struggling to find and maintain employment. As they struggle to find financial stability, many of
her clients will miss appointments unexpectedly. “I often find myself thinking of strategies to
make appointments as convenient as possible for my clients because I know that having money
in that moment is more important than going to see the doctor” (personal communication, March
15, 2019).
Best Practices
The case manager of Scottsbluff has stated flexibility for her clients to be one of her best
practices. “I like to focus on what the client is worrying about the moment they walk in the door.
Even if it’s something small, I want to help if I can. That way, we can get to the problems we can
focus on as a case manager and client together” (personal communication, March 15, 2019). She
works closely with the HIV clinic in Scottsbluff to make services as easy as possible for the
clients.
In addition, the clinic has a hospitality room in which many clients use as a community
room. “There are many times where I will walk into the clinic, and clients will be meeting and
chatting with one another. I think this has been the best for my clients not feel so alone out here”
(personal communication, March 15, 2019). She shared some of her clients have been friends for
many years because of the hospitality room at the clinic. Likewise, she has worked closely with
the nurse who performs testing at the clinic. The case manager and nurse have worked together
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for the entire 20 years the case manager has been at NAP, and the case manager is there for the
confirmatory diagnosis meeting and linking the client to care (personal communication, March
15, 2019).
Conclusion
The offices at the Nebraska AIDS Project in rural Nebraska have similar issues to many
other HIV related care service providers throughout the country. Rural community residents are
much less likely to be testing positives in outpatient clinics and STI testing sites compared to
urban areas. Because of this, less testing is being done overall, and many individuals are
receiving late initial HIV diagnoses (Ohl & Perencevich, 2011; Weis et al., 2010). These late
diagnoses are leading to higher mortality rates for clients in rural areas (Ohl et al., 2010).
Rural clients are less likely to be retained in care than their urban and metropolitan
counterparts, and some major barriers faced by rural clients are transportation, lack of familial
and community support, and stigma of HIV (Nelson et al., 2018; Kempf et al., 2010). I found the
themes of my literature review to run parallel to the qualitative study I performed.
Transportation, isolation, and stigma were major barriers for every rural office at NAP. Kearney
and Norfolk currently are suffering from lack of HIV care providers in their area, which can be a
major barrier for their clients to stay linked to the continuum of care. All agencies identified trust
and communication to be important practices for the case managers. Likewise, community and
provider education were a necessary component to their practice to continue expanding the
awareness of prevalence of HIV in their communities. Moving forward, future studies should
consider strategies for increased testing and maintaining clients in care in rural areas.
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